Question: What is the experience of people living with breathlessness due to medical conditions, those caring for and those treating them, with regard to quality of life and the nature of clinical interactions?
Introduction
Breathlessness is a common and distressing symptom of many long-term cardiorespiratory conditions and cancers (1) (2) (3) which are prevalent globally.(4) A body of qualitative work describes its serious and widespread impact on the lives of patients and their families, and the challenges for their clinicians. (5) (6) (7) (8) (9) (10) (11) Despite optimal treatment for the underlying condition, breathlessness often persists and results in disability -recently described as chronic breathlessness syndrome. (12) Such breathlessness requires management, yet remains largely invisible to both the public and clinicians who may feel that nothing further can be done. This is partly due to its slow onset in many conditions so breathlessness is seen as "normal";
intentional "hiding" of the symptom; a stoical response to breathlessness by patients, and a lack of symptom attention from clinicians. (13) An understanding of patient and family experience, and clinicians' response to this symptom, is important to inform relevant clinical practice. Although qualitative studies are by nature small and not intended to be generalisable, a systematic review and synthesis of primary qualitative studies can create a body of evidence helpful to develop theory and inform practice. (14) Other than one published in 2007 (8) which included 22 studies, qualitative systematic reviews (5) (6) (7) (9) (10) (11) focus on a single medical condition and are primarily from the patient's perspective. The aim of this systematic review and qualitative synthesis is to explore the now large body of qualitative research on the experience of and response to breathlessness due to a variety of medical conditions, by those living with it, those who care for them and clinicians who treat them, with regard to informing directions for practice for maximising quality of life and optimising clinical interactions.
Methods

Design
This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication. 4 A systematic search of qualitative studies was conducted and reported in accordance with the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) principles. (15) Search strategy
The search strategy (Table 1) was guided by search terms, derivatives and related Medical Subject Headings (MeSH) terms for breathlessness (exposure); patient, carer and clinician (population); and experience, interaction, help-seeking, coping and beliefs (outcomes) combined with a validated filter for qualitative research (design). (16) Data were synthesised using Thematic synthesis (19) and the principles of thematic analysis (20) whereby the context of each study is taken into account, whilst aiming to produce a generalisable synthesis. (21) The included studies were heterogeneous in terms of their research aims and populations studied, so only primary quotes from participants were extracted and coded.
The synthesis was performed in three stages: the first stage was line-by-line coding of the primary research findings of each study on the experience of breathlessness by AH. These codes were then refined, and through an inductive reasoning process organised into themes that described experience (descriptive themes). (19) The analytical theme that describes the concept of Breathing Space emerged following a process of phenomenologically orientated reflection on the descriptive themes (22) involving discussion and interpretation between AH, MJ and KG to provide a broad understanding of the experience of breathlessness and interaction with clinicians. AH has a non-clinical psychology background, NBK is a medical student, MJ is a professor of palliative care and KG is a nursing academic and qualitative researcher. All will have brought their previous experiences to bear in interpretation, but transparency of the method, independent selection of and extraction from primary studies and group discussion provides rigour to the review and synthesis process. The data were managed using NVivo 2012, 10, Victoria.
Results
Selected studies
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Data extraction
No differences were found between the data extracted from the five papers by the two authors.
Quality analysis
All selected papers were judged to be of sufficient quality to be included in the review.
Thematic synthesis
Coding of the 101 studies elicited 98 codes which were condensed into four descriptive themes: 1) Widespread effects of breathlessness, 2) Coping, 3) Helpseeking behaviour and 4) Clinician responsiveness to breathlessness ( Table 3 ). The overarching analytical theme of Breathing Space emerged from reflection and discussion of these four descriptive themes to describe coherent characteristics and features of the experience of living with breathlessness and to draw out implicit meanings. This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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carer's own health, palliative care, sense of duty, smoking cessation, stagnation, stoicism, carer-support needed, community support, pulmonary rehabilitation, self-management, autonomy, avoidance, being cared for, benefit of air movement, benefit of being outside, benefit of fan, benefit of fresh air, breathlessness as a way of life, connectedness, health within illness, hope, hopelessness, importance of mobility, increased activity post PR, increased self-efficacy, injustice, innovation, lack of knowledge, motivation to keep going, need for activity, own pace, perseverance, resignation, self-monitoring, breathlessness is normal, struggling, suicide, support from others, taking one day at a time, stigma, hiding The theme "widespread effects of breathlessness" has been described in other work (124, 125) and is presented in the online Appendix; themes 2-4 will be presented in this paper. A brief summary of theme 1 will be presented by way of context.
Widespread effects of breathlessness
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The concept of "total dyspnea" (126) was used as a theoretical framework for data analysis with respect to the widespread effects of breathlessness; physical, psychological, social and existential. This concept enables patients to be seen as complex, whole people in need of a holistic understanding of the many ways breathlessness affects their lives, on which effective management can be based.
Coping
The long-term consequences to an individual's health and that of their carer are influenced by how well they cope with the stress caused by living with breathlessness. Tobin's categorisation of engaged and disengaged coping (127) was used as a framework to analyse the findings with respect to coping.
There were examples of disengaged coping strategies in the face of the stress caused by breathlessness; "problem avoidance", "wishful thinking", "self-criticism"
and "social withdrawal". "Problem avoidance" and "wishful thinking" risk delayed presentation, either through denying a problem, or hoping that it will just go away:
"About 30 years ago, I was first told that I had the beginnings of emphysema… So, what's that mean?
I mean, how bad can that be? I didn't have time to be sick. So I didn't let it bother me…I just continued to let it get worse, and ignored it." (Patient) (57) "Self-criticism" and self-blame led some to hide their breathlessness to avoid embarrassment. Others hid their breathlessness from others, feeling that their difficulties due to breathlessness were poorly understood and unrecognised by others:
"Even if it's going next door, you can see the anxiety building up because he will never ever show anybody what he's like. He won't show it. It's only me knows in the family." (Carer) (41) The result was reduced access to social support from friends, family or other sources:
"...she wouldn't go to a community group, she is not into that." (Carer) (41) This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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Conversely, others employed engaged coping strategies such as "problem solving", "cognitive restructuring", "expressing emotion" and "seeking social support" in order to manage their stress effectively.
Instead of avoiding activities that cause breathlessness engaged copers used "problem solving" to find new ways of managing their daily lives by adapting their activities or pacing themselves:
"Yesterday, I left my shower until the afternoon and I found that I was much better. I had the water just above body heat-so as not to have too much steam, and I had a draught blowing through." (Patient) (86) Ways to keep in social contact and deal with problems were found. This included the use of various aids, (e.g. ambulatory oxygen, nebulisers or mobility aids, phones and the internet), or choosing alternative activities which they found rewarding:
"I go to friends sometimes and take my nebuliser with me. She understands and does not mind.
Otherwise you could be tied in forever." (Patient) (34) "The relationship (with family) hasn't suffered, but it's a different kind of relationship. It's a 'telephone relationship'." (Patient) (98) "Cognitive restructuring" and having a 'can do' attitude helped some to have a less bleak outlook and to be more accepting of their limitations and prognosis:
"I am not going to live forever, but I am going to live the best I can for as long as I can." (Patient) (91) Active seeking of information from others helped develop an informed understanding of their situation and "expressing emotions" was helpful to some:
"One thing I found useful was the literature and advice… from the right source on the subject." This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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Self-compassion, instead of self-blame enabled smokers to show their younger selves compassion and recognise that at the time they started smoking the harm wasn't well understood:
"I know it's self-inflicted. I'm not very happy about it, but you have to accept it. My mother and father smoked, it was a way of life, smoking. We were not aware then of the health damage it could do."
(Patient) (34) Furthermore engaged copers may "seek social support" from both family and friends and from others who have learnt to deal with breathlessness: 
Help-seeking behaviour
According to the concept analysis of help-seeking by Cornally and McCarthy (2011) , for a patient to seek help, they need to: (i) recognise breathlessness as a problem that could be solved (ii) decide to take action (iii) select who can be asked to help and (iv) disclose the problem to the helper. (128) In this paper the term 'helped' is used rather than 'solved', as breathlessness can be managed but rarely solved.
Recognising breathlessness as a problem to be helped
Breathlessness often develops slowly and many patients find alternative explanations for it, such as aging or smoking and thus take a long time to realise that their breathlessness is a problem to be addressed: "There were times when I struggled but I just thought it was because of old age and just let it go." This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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Deciding to take action
Once breathlessness was recognised as a problem some found it difficult to act, with many remaining passive until forced by crisis and often with action taken by family:
"My daughter asked for him. I didn't ask for him, she sent for him." (Patient) (90) ''It has to be really bad for me to ... see the doctor'' (Patient) (25) Patients may feel unworthy of support for a symptom they perceived to have brought on themselves:
"I resent myself for letting it get to this, for smoking. When I did know better I did nothing about it. " But that can be about something completely different. We don't discuss my emphysema then. It's registered somewhere, emphysema, but we don't talk about it.' (Patient) (69) In crisis the patient may not feel able to access their GP and instead seek help from the emergency department:
24
"I was working and my breathing all that week had been rather haywire…I do maintenance and we were steam cleaning a patio garden-and I am afraid the steam really wound me up…So… I sat on the bed for about an hour. I couldn't breathe and I thought Jesus I've got to get to hospital! " (Patient) (49) Disclosing the problem Finally when the patient meets the potential helper they need to disclose the problem. However time constraints and the need to repeat information influence the detail provided:
"For the first two or three years I was seeing Dr G all the time and then, all of a sudden, I found that I'd seen about four or five different doctors. And I found that a bit of a problem really, 'cause you've got no continuity at all.
You've got to explain it all again, start from scratch each time, and that can be very wearing. 'Cause you're out of breath to start with, and you get more and more out of breath trying to explain why you're out of breath!"
(Patient) (113) The characteristics and manner of the listener also affect disclosure and judgements as to what is medically relevant information and therefore not mention breathlessness, or its impact:
"You can't go to the doctor and say ''I can't dance.'' It's a strange thing to say to the doctor." (Patient)
Furthermore, if a patient discloses information about breathlessness, the listener may not respond in a helpful way and then the patient makes no further disclosure:
"I wanted people to take notice… I used to offer this information… I'm really quite breathless… they were probably more interested in the pain..." (Patient) (36)
Consequences of help-seeking
For some, help-seeking led to problem resolution and increased well-being:
"It's fantastic because you have the practical exercise and then you have the education, and that is as important because I knew nothing about it [COPD] until then and I learned so much and how to cope."
(Patient) (66) This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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For others the problem remained unresolved with subsequent dissatisfaction, resentment and increased helplessness. The patient may then use health services inappropriately or may give up, assuming their problem is not valid and/or that there is nothing that can be done to solve it:
"They have given me about all the drugs they can to cope with it. I don't think they can do anything more." (Patient) (72) 
Clinician responsiveness to breathlessness
The concept of epistemic injustice (129) was used as the theoretical framework for analysis of this theme. Epistemic injustice can be subdivided into testimonial injustice (a person's testimony is not taken into account when a decision is made by another) and hermeneutical injustice (there is no shared understanding of a phenomenon to enable full interpretation of an experience) and each can shape patient/clinician interactions.
Testimonial injustice
The theme "help seeking" illustrates that patients may select which information is This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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"… but I could never go to the doctor and just say, I can't do this anymore'. No, I have not noticed any open door offering help for myself." (Carer) (35) Clinicians were dissatisfied with service configuration constraints and understood the importance of offering patients the opportunity to discuss what was important to them:
"I think time's a massive issue. In your ten minute consultation when they've come with a fungal toenail infection and this, that and the other, to actually say 'and we also need to talk about your COPD, and you do realise that eventually you could possibly die from this illness' it just opens a massive can of worms and so you don't really want to go there." (Doctor) (62)
Hermeneutical injustice
Patients found it difficult to explain their symptoms to clinicians, who, in turn, appeared not to fully appreciate the effects of breathlessness on their patient: This may be compounded by the patient often appearing comfortable when at rest in the consultation, or only contacting the clinician during an exacerbation. Patients described unpredictable symptoms, poorly understood by clinicians, which resulted in a lack of support and limited offers of medical help:
"People like Mr X who doesn't really bother us that much, we really only see him when he's not well." 
Responses to breathlessness
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A response that "nothing more that could be done" left both patients and carers feeling abandoned and that breathlessness was now a normal part of life:
"But then when you leave hospital he knew that there was nothing after that. Nothing there was just me and him." (Carer) (53) "Getting breathless has become normal for me, I don't even notice it." (Patient) (71) Poor communication and a lack of information contributed to limited access to breathlessness-specific interventions or other services such as palliative care:
"I've heard of it [palliative care] but to be honest I never understood what the word meant." (Patient) (104) "We've never been given any information about that (exercise). We just thought that it was…something he had to put up with. So, no, we've never been aware that there were things that he could have done to help him."(Carer) (41) Some clinicians recognised the impact of breathlessness, but felt ill-equipped and under-resourced to manage it:
"… so that can weigh you down emotionally because sometimes you can feel helpless that you're going in and you're doing the best that you can, but you don't have the resources available to help them ….." (Doctor) (121) A lack of explicit discussion of breathlessness and its management left patients unsure what to do if it worsened. Some coped alone as best they could, whilst others felt that hospital presentation was their only route to rescue: Conversely, knowing that a clinician was available and responsive to breathlessness provided great peace of mind to both patients and their carers:
"They are very good and I know I can ring them up. The doctors are great, they are marvellous; you can ring or he'll even ring to see if you are alright. That means an awful lot." (Carer) (104) This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
28
When the impact of breathlessness was recognised by the clinician, patients had it managed alongside disease-directed treatments, using a palliative approach even if they were not deemed to be at the "end-of-life". This often allowed the opportunity to talk about future care and enabled better coping:
"I don't think people [with COPD] realise you can do this, can make wishes or choices of what happens, to say 'I don't want to go into hospital, it doesn't matter what', things like that, so that in a way they're prepared for it." (Doctor) (62) "She has got me organised and now I understand how the disease works. As a result I have had a good summer. It makes me feel more resilient." (Patient) (96) In addition, clinicians seemed to find satisfaction and a less nihilistic attitude to management:
"I still think we can make a major difference to their quality of life through various interventions aimed at symptoms, so certainly the feedback that one gets from patients is that they feel they've gone from being hopeless and just through the implementation of some very simple symptom based remedies one can make a big difference to how they feel." (Doctor) (33) 
Breathing Space: a concept to describe living with breathlessness
The overarching analytical theme, 'Breathing Space', represents the integration of the four descriptive themes. The phrase "breathing space" dates back to the 1600s (130) (131) and includes the meaning of a "period of rest that allows you to get your energy back or try a different solution" (132) , "sufficient space in which to move and work" (133) and an opportunity to find out what is important and to express oneself. Carel argues that as our body is the basis of our interaction with the world, being able to or being unable to carry out our activities affects both our view of ourselves and our quality of life greatly. This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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Here we use Breathing Space as a metaphor for the experience of living with breathlessness: rest from the constraints imposed by breathlessness; space and time to recoup strength and then plan further action and also the circumstances under which one can find one's priorities and then fulfil them.
The degree of Breathing Space achieved results from a complex interaction between the patient's coping style, their help-seeking behaviour and their clinician's responsiveness to breathlessness. It is a continuum with some patients having restricted Breathing Space, whilst others are able to achieve more Breathing Space.
Restricted Breathing Space is characterised by avoidance, resignation and stagnation; summarised by the phrase "Life stops":
"It just stops your life, stops you from living." (Patient) (41) "You fall into a huge hole, then the world gets so tiny, it all gets so narrow that it is almost unbearable." (Carer) (38) "I tell you, my house is my prison." (Carer) (58) In this case patients and carers may feel they have no control: "I changed as a person. The disease makes me feel more mature, more prepared and responsible for other people." (Carer) (58) This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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<< Insert Figure 2 : Breathing Space here>>
Discussion
The concept of Breathing Space describes the whole experience of living with breathlessness, going beyond its widespread effects to encompass how the patient (and family) copes with breathlessness, how they seek help for it and also how their clinicians respond to it. This interaction influences whether a patient achieves maximum Breathing Space within the limitations of their disease, or whether their life becomes increasingly restrictive.
Family carers also experience the widespread effects of breathlessness on their physical and mental health, as well as social and existential effects on their lives.
The way that the person they care for copes and seeks help can put extra burden onto the carer. Additionally carers also experience the responsiveness, or lack, of clinicians and may feel isolated and helpless.
This review also draws on the perspectives of clinicians who care for breathless patients, showing how their response to breathlessness shapes patients' helpseeking and coping strategies. Clinicians may be unaware of breathlessnessdirected treatments, but those that are aware find satisfaction when their management has helped patients to have better quality of life. This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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This theoretical analysis provides significant new insights from patient, carer and clinician perspectives, which have been systematically drawn into a collective whole to provide direction for clinical practice.
The widespread effects of breathlessness are consistent with previous reports (5- however each of these papers tend to focus only on one (56, 60, 106) or other end (42, 84) rather than bringing them together as a more integrative concept.
New existential perspectives of well-being within illness support these ideas (141) Well-being is usually described in relation to its absence and as a resource within the experience of breathlessness, rather than relying on the complete eradication of the breathlessness. 'Breathing Space' opens up the possibility of being able to carry on with this breathlessness and a settling or 'letting be' that can potentially offer pathways to coping.
Breathing Space also resonates with the Breathing, Thinking, and Functioning clinical model; (142) a framework to help clinicians support patients with breathlessness to break the vicious cycles of physical, cognitive/emotional and functional deterioration experienced by many. This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
32
Breathing Space may be a useful concept with which to understand other work. The HELP-COPD study (143) found that patients had very few felt needs and did not take up offers of help. Disengaged coping behaviour developing over time coupled with a lack of responsiveness to breathlessness by their clinicians might lead to restricted Breathing Space and lowered expectations with consequent unrecognised need.
Clinicians could use the Breathing Space concept to explore how the patient is coping and seeking help as well as previous experience of clinical attention to breathlessness. This approach is seen in the London Respiratory Network's Breathing SPACE framework (144) which encourages engaged coping strategies such as exercising, smoking cessation and seeking peer support and addresses mental health issues demonstrating responsiveness to symptoms in addition to disease processes.
Strengths and limitations of this study
This large systematic literature review and synthesis followed the PRISMA process (15) to ensure rigour and minimise selection and reporting bias. The qualitative synthesis was conducted using recognised methodology. (19) Synthesis used direct quotes to keep close to the primary data.
Limitations include language restrictions; only papers in English were included.
However the selected studies are drawn from a wide range of countries, each with their different cultural contexts. Only published primary quotes were extracted and it is acknowledged that there would have been more primary data than was published to which we have no access. However, qualitative methods mandate that representative quotes are used, and thus we believe, given the number of papers in this synthesis, that our findings are representative. This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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Implications for society, clinical practice, service providers and policy makers
Society
Greater understanding of the widespread effects of breathlessness is needed in order to overcome any epistemic injustice (129) . Public recognition of chronic breathlessness may help patients bring their symptom into the "open" and legitimise requests for clinical help before a crisis, rather than assuming this is something they and their carer have to live with.
Clinicians
The Breathing Space concept could be used by clinicians as a way to systematically assess breathlessness and its impact on the patient and carer, their current access to and uptake of evidence-based management strategies and support from other This review suggests that clinicians who are responsive to breathlessness and offer evidence-based breathlessness management find satisfaction in their work and have an improved sense of achievement rather than the sense of therapeutic nihilism experienced by others.
Service providers and policy makers
34
Adequate provision of services which support patients and carers to achieve a greater degree of Breathing Space is called for.
Future research
Future work should include ways to address the lack of public understanding of chronic breathlessness.
The usefulness of the Breathing Space concept in assessment by clinicians should be evaluated.
The degree to which Breathing Space can be achieved by the use of engaged coping strategies, appropriate help-seeking behaviour and responsiveness to breathlessness by clinicians should be tested.
The effectiveness of education programmes for clinicians should be evaluated with regard to interactions with patients and families and the use of tailored approaches to breathlessness management.
The extent to which the Breathing Space concept could be used as an explanatory concept in other chronic conditions should be investigated.
Whilst most included studies are in people with COPD, people with a wide range of other causes for their breathlessness are represented in this qualitative synthesis.
However, other research questions may arise in relation to less studied disease groups for which a qualitative approach would be the appropriate study design.
Conclusion
The Breathing Space concept could help clinicians understand how patients and their families experience, and respond to, the widespread effects of breathlessness and thereby increase or reduce their limitations. The degree of Breathing Space achieved is influenced by interaction between the patient's coping style, their help-This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication. 35 seeking behaviour and the responsiveness of their clinician to breathlessness itself, in addition to managing the underlying disease. Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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(Online supplement mentioned on p19)
Widespread effects of breathlessness
The concept of "total dyspnea" (126) was used as a theoretical framework with which to analyse the data with respect to the widespread effects of breathlessness. It is important to realise that each of these realms affects the other, for example not being able to do physical activities can lead to changes in roles and social isolation can result in depression. Thus the concept of "total dyspnea" enables patients to be seen as complex, whole people in need of a holistic understanding of the many ways breathlessness affects their lives, on which effective management can be based.
Physical effects
Chronic breathlessness exacts a heavy physical toll, leading to curtailment of activities of daily living, disability, increased dependence on others and poor quality of life. Patients commented, across studies, that activities of daily living such as selfcare and shopping are severely disrupted:
"The worst thing I think is the stairs, going up and down the stairs. Ordinary household chores I find difficult. Very restrictive, because of your breathing. And now of late… even simple things like having a shower and getting dressed." (Patient) (41) "I can walk around 200 yards and then I have to sit down and rest even on a flat road.
You could walk round the shops, but you couldn't carry anything." (Patient) (88) This reduced ability to carry out activities of daily living results in dependency on others which can be difficult to come to terms with:
"Being dependent on somebody used to make me upset in the beginning. Sometimes, although I was forcing myself to the limits not to ask for help, I was trying to manage my own work. But now, both me and people around me got accustomed to this disease." (Patient) (29) Not only does breathlessness impose physical limitations on patients, but their carer's physical health can be affected by their role of carer. Individuals describe how their own health suffers: This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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"No time to worry about my physical health." "My health is not too good, I am physically worn out, anyhow I try not to think about it so much … One has to work put food on the table and take care of the home as well." (Carer) (35) 
Psychological effects
Breathlessness is closely interrelated with anxiety and panic, often leaving patients and carers feeling very vulnerable:
"Then I'd be fine but I am all the time worried-worried when this breathing will attack me again" (Patient) (97) Not only do patients feel anxiety due to breathlessness but so do those that care for them:
"It ain't just me; it's my family as well. I've got two boys and my wife and they have to go through it as well, people tend to forget them . . . they just think about the person whose got the illness, not the people they've got around them and it does affect them big time, they get emotional, they're frightened." (Carer) (70) Breathlessness can also lead to depression as a result of the physical limitations experienced and the subsequent losses felt. Inability to be as active as they had previously been leads many patients to feel depression:
"Depression is the biggest problem. It is the worst, because if you were an active person all your life and now you're inactive, it's hard to accept." (Patient) (117) The strain of looking after someone who is depressed can exact a toll on those who care for them and lead them to feel depression too:
"He wouldn't have it that there was anything wrong with him. But that's just a thing, but between us we're we're alright, it just a strain, a constant strain of trying to keep him (…) not happy, but trying to keep him thinking positively and just trying to get through each day and some days it's not too bad and other days it's a real struggle … he's becoming more and more depressed." (Carer) (33) "I had become so depressed just after Christmas that I used to sit down at night, just crying … I went to my GP and he gave me some pills and I think they have helped me a bit … I have at least stopped crying. Still I am awfully tired mentally, and sad, terribly sad, mentally I am worn out." (Carer) (35) Understanding the psychological difficulties that are faced by breathless patients and their carers is the key to help them manage breathlessness; unfortunately not everyone feels they get the understanding they deserve: This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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"The emotional thing is extremely, extremely important. You don't get the understanding ... you can just like get caught up in a downward spiral and you end up in this little place all by yourself ..." (Patient) (43) 
Social effects
As previously described chronic breathlessness affects both patients and their carers significantly physically and psychologically, this in turn brings about various social consequences for them; including social isolation, changes to relationships and altered social roles.
Living with breathlessness on a daily basis results in developing ways of dealing with its impact and commonly patients describe how this culminates in changes in their lifestyle, often including some self-imposed limitations:
"I used to love dancing, I can't you know, and going anywhere where there's music now, no, because I want to get up and I can't and it upsets us." (Patient) (27) As a consequence many become isolated and live with a constant sense of loss over all the activities they feel they are no longer able to do:
"My husband would say: 'Shall we go down and see John and Juliana?' and the thought of walking out that gate into the car, I would be absolutely gasping, I made excuses not to go out and this is what happens, the more you're housebound, the more depressed you get." (Patient) (66) "We often feel lonely and on the edge of things." (Patient) (63) This isolation results in psychological distress and changes in relationships with others for both the patient and their carer:
"Gradually we have had less and less to talk about … gives the impression that he has no interest anymore, neither in myself nor in his surroundings. I think this is some kind of envy of me, in my heart I can feel it … After he started to go in and out of hospitals we stopped being good friends like we used to be … The disease has isolated him from the family and myself, and now we have restricted issues to talk about … it makes me sad when I think about it." (Carer) (35) Also intimate relationships can be affected by breathlessness, however these issues may go untackled: Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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Both patient and carer may feel that their roles change when living with "He feels angry about the way breathing limits his life, he has been active all his life and now he can't do anything about it. He further describes problems with maintaining an active sex life and is deeply concerned about it. His cancer and his breathing are affecting all parts of him not just his lungs; his breathing has been bad enough but this (impotence), he feels not a complete man anymore…." (Carer) (89) Carers also undergo changes in their roles, often moving away from having an intimate relationship (e.g. spouse) to having to take on many new roles and may lead to giving up work:
"It's a hard time I tell you and it gets you down. When you think what the nurses do in hospital, giving him his tablets and everything. I'm doing a thousand jobs as well. I'm just going crazy because you don't get to the end of it... We're nurses, we're doctors, we're housewives, we're cooks, we're gardeners." (Carer) (98) This change in roles may lead to having to give up work and can adversely affect the relationship leading the carer to re-evaluate aspects of their life: 
Existential effects
There are many existential concerns associated with chronic breathlessness including inability to carry out religious observance, difficulty determining how best to This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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use their remaining life, the daily struggle sometimes resulting in a lack of will to live and also the fear associated with the imagined manner of death.
Living with the burden of chronic breathlessness can mean that people are unable to continue on with their chosen religious observance at the very time they feel most in need of that support:
"I went down to Mass then in the car and my wife said to me 'You shouldn't go down because you're not able to walk all that far' and I really couldn't walk from the car park-I attempted and failed-it is only maybe about 200 yards-and I'd only gone a few yards and I said 'Look I can't-you're right I can't go any further-I'll have to stop'-so I had to come back and get into the car and go home."
(Patient) (97) Patients' difficulties in determining how best to use their remaining lifetime arise from a number of issues, involving both diagnosis and prognosis with respect to their underlying condition. Patients find that there was a lack of information with respect to their diagnosis and that often it meant little to them:
''We were just told that it was COPD. I had never heard of it and in fact, I couldn't remember the sequence of letters for a long time.'' (Patient) (67)
Often the relief at not having cancer means that patients do not realise the severity of their condition, as this is not clearly described to them:
''I've been to the doctors and they've told me I've got COPD. 'What is it?' The doctor hasn't even explained what those four letters mean and the worst thing about it is it starts off with C, and first thing you think: 'Oh, have I got cancer?' But this is the thing that is wrong, it's [COPD] not a well-known disease, yet it's one of the greatest killers.'' (Patient) (67)
Little attention is paid to describing likely prognosis with patients being left in a limbo, feeling they had an uncertain future and living day by day without planning:
''Erm, you know, I can't really say [how I see the future] we'll just take each day as it comes.'' (Patient)
The lack of meaning of the diagnosis and inattention to prognosis means that they are unable to determine how they wish to spend the time left to them:
"At the time we weren't really told that was a degenerative condition that it would gradually get worse. At the beginning we weren't told that it was a general decline. We were just told this is what you've This is an author-submitted, peer-reviewed version of a manuscript that has been accepted for publication in the European Respiratory Journal, prior to copy-editing, formatting and typesetting. This version of the manuscript may not be duplicated or reproduced without prior permission from the copyright owner, the European Respiratory Society. The publisher is not responsible or liable for any errors or omissions in this version of the manuscript or in any version derived from it by any other parties. The final, copy-edited, published article, which is the version of record, is available without a subscription 18 months after the date of issue publication.
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got, get on with it. Yes, in the beginning I would have liked a little bit more information. At least it prepares you for the general decline in his health." (Patient) (67) Many people feel doubts over whether their life is worth living and express the desire to end their lives in order "to end the struggle to breathe" (Patient) (34):
"When the shortness of breath was at its extreme, I thought I was going to die and saw a coffin beside me and then I was in a tunnel… I did have thoughts about suicide and I envied the dead." (Patient) (89) Also fear of the manner of their death can be a concern, with many patients unaware of both how their underlying condition may bring about their death and also how it could be medically managed by appropriate palliative care. With this lack of knowledge many patients (and also carers) believe that they may die with the feeling of suffocation that is regularly experienced with increased breathlessness and fear this greatly:
"I've always said I'm not afraid of dying 'cause I know where I'm going. But when I get short of breath I get scared -I don't know why -I shouldn't. I think smothering to death is a hard way to go." (Patient)
"My worst fear is of slowly suffocating, dying gasping for breath when I'm alone here in my flat on me own, that's my worst fear." (Patient) (113) "I have this constant fear that he will stop breathing, so I need to sleep near him so I can be on the alert if something happens." (Carer) (33) When these issues are not discussed and planned for then the manner of death may indeed be very distressful for all concerned as described by the husband of a patient who died from lung cancer:
